peer-run organizations to provide data that could be used to inform decisions about federal and state policy priorities and to document the operations of these organizations as the healthcare system prepared for implementation of the Affordable Care Act (ACA). This paper describes how the 2012 National Survey incorporated participatory research strategies involving people with psychiatric histories and how this intersected with Internet research, resulting in a high-quality research study inclusive of community members. The aim of this paper is to walk the reader through each step of the research process, how community members were involved, and what the contributions of participatory research were to the project.
TARGET GROUP
The target for this study was peer-run organizations in the United States in 2012. For the purposes of this research, a peer-run organization was defined as an incorporated, independent nonprofit organization or a non-incorporated organization that operates independently from a non-peer-run parent organization; at least 51% of the board of directors or advisory board are people with a psychiatric history; the director is a person with a psychiatric history; and most staff members or volunteers have a psychiatric history. 3 This is a common definition that has been used in other research. 1, 9 PARTICIPATORY RESEARCH, USER-LED RESEARCH Participatory research uses perspectives and involvement from community members to acquire culturally relevant and actionable data. This study involved people with psychiatric histories in every stage of the project, consistent with guidelines on participatory disabilities research. 10 The involvement of people with psychiatric histories in organizational management and direct support is a core element of peer-run organizations; similarly, the involvement of people with psychiatric histories in participatory research is imperative, making this research approach a good fit to study these organizations.
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Peer support initiatives has been a particular emphasis of user-led research, which attempts to shift control, rights, and knowledge to service users.
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"User-led research" refers to projects using professional researchers who are people with disabilities as project leaders or co-leaders 13 ; it is a type of participatory research. In contrast with other participatory approaches that vary in the amount of user involvement and control, 14 user-led research incorporates individuals with professional research qualifications and life experiences of the community under study. 15 Issues that interfere with user-led research include discrimination in higher education and employment, stigmatizing views of people with psychiatric histories as "biased" observers, and skepticism of the scientific method and its implications by people with psychiatric histories. 16 The 2012 National Survey was carried out in an academic setting, with the buy-in and participation of people with psychiatric histories.
CHALLENGES IN RESEARCH ON PEER SUPPORT ENDEMIC TO THE CONSUMER/SURVIVOR MOVEMENT
The terms "consumer" and "survivor" refer to people who have experienced emotional and psychological distress that led to being labeled with mental disorders (often called "serious mental illnesses"). 17 "Consumer" and "survivor" are terms used in a social change movement called the "consumer/ survivor movement." 18 Peer-run organizations grew out of decades of consumer/ survivor advocacy for nonmedical alternatives to the psychiatric system, 18, 19 and these organizations' goals align with the movement's emphasis on self-determination and community leadership. [20] [21] [22] The objectives of this study were highly relevant to the consumer/survivor movement because peer support is a high priority. Peer support engages people in mutually supportive nonmedical relationships based on respect, shared responsibility, and agreement of what is helpful. 23 There are challenges to recruitment and questionnaire design for these organizations. They tend to operate informally and take diverse approaches, which can make them difficult to identify as distinct entities providing a discrete service. 2 The nonhierarchical relationships within peer-run organizations 18, [24] [25] [26] that grew from responses to experiences in the psychiatric system 20 can make them difficult to identify and study in large-scale research studies. 3 The 2012 National Survey addressed these challenges by marrying web-based survey research with participatory research.
Web-based survey research provides adaptable question design and makes it affordable to recruit large numbers across a large geographic area like the United States. This makes web-based surveys a particularly good fit for a study such as this. 27 
OBJECTIVES
This paper reviews how every step of the study-motivation, design, data collection, data analysis, and dissemination -used modern survey methods that included members of the target population in designing and conducting the research.
Participatory Design Components
The study's design, data collection, and interpretation were informed directly by policy, advocacy, and administration stakeholders, most of whom identify as people with psychiatric histories. We based our inclusive approaches on an existing framework for participatory research with people with disabilities. 10 Stakeholders who contributed to project development were identified through the lead researcher's professional network, based on their history of contributions Web Surveys Peer Support Organizations to the field, rather than a singular "partner agency" with the university hosting the research project. 
METHODS
In this section, we describe the research process and how participatory strategies were used in design, data collection and analysis, and dissemination. Figure 1 
Researcher Translation From Participating in Community Networks
Researcher translation refers processes in which researchers join community members in discussing important issues and potential research topics. 
Study population, aims, and hypotheses
The study motivation, including the population and analytic aims, were inspired by the lead researcher's participation in the consumer/survivor advocacy community.
Agenda-setting survey Literature reviews and focus groups are used to generate a list of concerns. Next, consumer representa tives use this menu to develop items for a concerns survey. Surveys are distributed among a large, defined representative sample, to provide protection against threats posed to the generality of findings.
Instrument design
The instrument was designed with the input of stakeholders as an agenda-setting survey that identified concerns about the Affordable Care Act and health reform.
People with psychiatric disabilities as researchers
Researchers and representatives of potential users collaborate on a research project. People with psychiatric disabilities are members of the research team.
Primary data collection; data analysis
The lead researcher identified as a person with a psychiatric disability, and the research assistants were representatives from the community under study.
Consensus panel of people from the target population
Experts serve as consultants on both consumer involvement strategies and social validity. Experts may consult on both the process and the content of research.
Inclusion/exclusion criteria and analyses
A committee of five people with psychiatric histories decided on final inclusion criteria. 
Agenda-Setting Survey
An agenda-setting survey approach involves reviewing literature and conducting interviews or focus groups with members of the target population to develop a communityoriented research agenda. 
People With Psychiatric Histories as Research Team Members and Consultants
Researchers who identify as people with psychiatric histories had significant control over the research process and allocation of resources, and were paid team members and consultants.
Experts identifying as people with psychiatric histories served as consultants on research process and content to improve social validity. These consultants had content experience, familiarity with interrelations among issues, and a nuanced understanding of the study content and implications for research. This study achieved a final response rate of 80%; 380
peer-run organizations were in the final sample for analysis.
Response rates for web-based surveys of organizations range from 68% to 89%, and response rates for surveys of individuals average about 40%. Organi zations and programs that did not meet peer-run/peeroperated criteria were excluded from the sample. All organizations suggested by statewide consumer networks or other informant were recruited. However, we could not verify that all participants qualified for the study, so we empirically determined inclusion in analyses using the consensus panel's criteria. was intended to gain the trust of respondents and signal the importance of the study. However, not all respondents necessarily identified with these entities.
Product Champions for Buy-in and Dissemination
Dissemination. In addition to articles in academic peer-reviewed journals, 2-4 public reports on organizational charac ter istics and attitudes toward the ACA were created and dis semi nated immediately after data were analyzed. Participants were directly emailed reports, also available on the web, with a limited number of free paper copies available.
Immediately after completion of data collection and initial calculation of descriptive statistics, the lead researcher pre- 
Project Team
Existing relationships in the community and project staff who are part of the target population were key to achieving a high response rate. Team members' existing relationships helped to identify organizations and encouraged survey responses.
Other research suggests that a shared history of marginalization is relevant to data collection, enabling better connection with respondents 13, 33 who may be more likely to open up to interviewers that are their peers. 34 This reflects our experience.
The consensus panel was convened to determine inclusion criteria. A consensus panel may be useful when a study needs a definition of terms or constructs that is relevant to a community.
The consumer/survivor movement is a close-knit community; members often have long histories of collaboration. This can make consensus easier (i.e., owing to commonly held beliefs) or more challenging (i.e., owing to political fragmentation common to social movements). 35 It might have been useful to have convened an advisory group for more substantial, formal roles in an ongoing manner throughout the project. For instance, although many knowledgeable individuals gave input into the survey design, members of the consensus panel decided that the values of peer-run organizations were not measured adequately.
In the future, such a group would be helpful in brainstorming questions on "values," while limiting social desirability bias. 
ACA-Related Advocacy in the States
An essential purpose of this study was to provide nationally representative data to advocates and policymakers to inform perspectives and make data-driven arguments in public policy deliberations about the future of peer-run organizations. Since the study's conclusion, there has been rapidly increasing interest in the states in Medicaid-reimbursable peer support. Although the focus has mainly been on peer support within tradi tional mental health services, peer support provided by peer-run organ i za tions will also be affected by state laws. The survey results provide a broader perspective on the pros and cons of this issue, rather than just soliciting input from a small group who have the opportunity to influence policy.
Usefulness of Enumeration and Updating Database/Survey
Updating the database of peer-run organizations is valuable; it is important that these groups continue to be enumerated and monitored for changes in organization and practice asso ciated with changing policies. However, there is currently no known effort to update or create ongoing national databases of these organizations.
Since completing the project, many statewide networks have expressed interest in receiving updated lists to use in organizing and coalition building. An updated database would be essential for a follow-up wave of the study. Even with buy-in from the community, the enumeration process is an intensive research process in itself.
Feasibility
The study found that web-based surveys are feasible in organizational research, even with hard-to-reach populations, provided researchers use complementary outreach and inclusion approaches. We believe that multiple contacts by research assistants, particularly repeated phone calls, resulted in the high response rate.
The study demonstrates the feasibility of monitoring a group of peer-run organizations using a web-based survey and good fit for studies like this. 27 We believe these factors contributed to the enthusiasm for the survey evidenced by the high response rate. Future research could test the effectiveness of user-led, participatory, and traditional research approaches more thoroughly to distill important elements.
